In recent medical history, palliative care approaches have been seen as a milestone in social and medical care of the last year of life of patients suffering from chronic incurable diseases. Quantifying the request for palliative care in individual countries continues to be problematic although some readily available data (such as the number of cancer patients undergoing therapy, the number of patients with progressive neurological degenerative disease) can provide some indication as how to better characterize this area. Patterns of functional and clinical end-of-life decline can be predicted according to the specific diseases involved. These patterns have been used as points of reference in a recent review article to assess the issues concerning the interventions aimed at improving end-of-life palliative care. 1 What emerges from this review is that although medical strategies and guidelines are of evident benefit 2 (e.g., opioids in the treatment of severe pain and terminal dyspnoea), there is a lack of clarity concerning other factors that are equally important for the last period of life, perhaps because of their heterogeneity. Of utmost importance is the setting of death. However, it is beginning to be apparent that in various countries, many patients at the end of their life are subjected to multiple complex transitions, 3 likely due to a not clear codification of palliative care settings at the end of life.
The factors that determine the place of death and in particular the relationship between death in hospital versus death at home were investigated by a palliative care research team in six European countries. Specifically, they studied the death certificates 4 of a remarkable number of patients (900,000) in the six European countries and related regions. The research was the follow-up of an earlier study 5 on the same topic and represents a painstaking attempt to link differences in the setting of death with the regional health care statistics of the different countries studied, particularly the quantity, quality and type of services used in palliative care. What is most clear from the study is how inadequate death certificates are as a research instrument when looking for data other than for bureaucratic concerns. However, this in itself shows how death is still seen primarily as a bureaucratic matter by the national health services rather than as a way to document the last "tranche de vie". In this way, palliative care, despite being able to draw on reliable means of asses-sing the quality of life (e.g., EORTC QLQ-C30 in cancer patients, quality-of-life index -QL in chronic disease, etc.), is prevented from carrying out a systematic and retrospective evaluation of the quality of death in terms of continuing carethe very driving force of the field. Errors in decision-making in this final stage are naturally irreversible, and without being able to identify the cause of the error (or even the error itself) can result in the same error being repeated.
Predictably, given its long tradition of palliative care and the number of hospices and nursing homes available, the authors found that terminal cancer patients were unlikely to die in hospital in England (though in Wales, 63% of patients died in hospital!). The same was found for Holland. Less understandable were the data from Sweden which showed that particularly advanced cancer patients were likely to die (after being transferred) in hospital. Apart from this rather brutal data, the death certificates do not provide further information, which would allow greater analysis, giving a mere overview of the six different countries and the probability of their respective citizens to die in hospital rather than at home. If, however, death certificates also gave information as to where in hospital people died, whether mainly in ICU (intensive care unit) or elsewhere, this would allow better understanding of a country's approach and interpretation of palliative care. In strictly ethical-economical terms, it would allow the identification of 'overtreatment' trends. As it is, it is not possible to deduce whether Sweden's high (the highest of the countries studied) percentage of deaths in hospital is really a case or not of aggressiveness in older cancer patients and comparable to the situation in the United States, as documented with surprising candidness in an American study (also cited by Cohen, et al.) 6 (this aggressiveness being apparently particularly noticeable in black patients!). As stated in their previous complementary study, 5 Cohen, et al. 4 further emphasise how in its present state, the death certificate is an almost 'sterile' research instrument and suggest that additional ethical/cultural information should be included to enable greater understanding of not only where people die but also how they die. Apart from these new recommendations in the causes of death, it would also be worthwhile adding the real sequence of events (including any final sedation used) and not the usual stereotypical diagnosis, which is often insignificant and fraught with tautology. Death certificates should also provide information as to whether the place and means of death actually corresponded to the wishes of those who died to avoid the situation outlined by the enormous study SUPPORT (Study to Understand Prognosis and Preference for Outcomes and Risks of Treatments): "a quiet but stunning bomb dropped...that in hospitals across the nation, despite the best medical care, the critically ill were not receiving the care they wanted and needed. Worse, the study disclosed that interventions aimed at improving the care of the dying, implemented in the in phase two of the study, had no effect as physicians continued to ignore advance directives, living wills and patient wishes. The ripple effect from that study has led to a unique partnership between the Hopkins Bioethics Institute and the Maryland Attorney General's Office to find ways to improve the dying process for Marylanders." (John Hopkins Gazette, June 23, 1997)
In 1986, the WHO formulated an ambitious programme whereby the traditional definition of health (the absence of disease) was changed to encompass the concept a good quality of life, taking into account not only the psycho-physical condition of an individual but the social conditions that surround them as well. Twenty years on, perhaps the time has come for this concept of a good quality of life to necessarily include a good quality of death in the collective mind to move towards a new philosophy of health and life. Hence, the most important point made evident by Cohen, et al.' s study is that the death certificate, in its present form, sheds very little light on the final phase of life in terms of both quality of life and quality of death, and obviously none on the quality of care. Perhaps, it is now the opportune moment for the European health systems to recognize the well-established ethical-juridical triangle, that is, the right to health, the right to no suffering, the right to die welland alter death certificates accordingly, adopting a standard format throughout the European Community which is easily accessible to scholars (and here I refer to the huge bureaucratic hurdles the authors had to overcome). This would allow the final course of life and the 'style' of death to be documented in such a way as to enable retrospective assessment of the effectiveness of palliative care and so a country's philosophy of health. The creation of such a document (to overcome the limitations of present death certificates as outlined by Cohen, et al.) could come about through the work of a team with members being drawn from different international palliative care institutions, with the aim of targeting the European political health institutes and reopening the way of the OMS (health as overall quality of life). But this time, beginning from the end.
To my mind this Marionette is dead and gone; but if, by any evil chance, he was not, then that would be a sure sign that he is still alive! "I am sorry", said the Owl, "to have to contradict the Crow, my famous friend and colleague. To my mind this Marionette is alive; but if, by any evil chance, he were not, then that would be sure sign that he is wholly dead! Taken from Pinocchio by C. Collodi
